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Background  Paper  on  Long-Term  Care  in  Massachusetts 


EXECUTIVE  SUMMARY 


During  the  next  20  to  40  years,  the  baby  boom  generation  in  Massachusetts  will  join  the  65+ 
age  group,  swelling  that  population  and  creating  substantial  demands  on  the  long-term  care  system 
in  the  Commonwealth.  The  Vision  2020  Task  Force  was  convened  in  the  fall  of  1999  by 
Representative  Harriette  Chandler  to  examine  what  steps  Massachusetts  should  take  to  prepare  the 
Commonwealth  for  the  increased  demand  for  long-term  care  services.  The  Task  Force  requested 
this  briefing  paper  on  the  impact  of  demographic  and  financial  trends  on  the  long-term  care 
delivery  system  in  order  to  understand  the  issues  that  the  state,  providers,  consumers,  and  citizens 
must  consider  to  plan  for  the  future. 

Growth  of  the  elderly  population.  Over  the  next  25  years,  the  population  aged  65+  in 
Massachusetts  is  expected  to  increase  48.5%,  from  843,000  people  to  1,252,000  people.  This 
increase  will  be  caused  by  the  aging  of  the  baby  boom  generation  and  by  an  increase  in  life 
expectancy.  By  2050,  men  aged  65  are  expected  to  have  a  life  expectancy  of  an  additional  25 
years  and  women,  an  additional  30  years.  The  population  increase  for  those  over  the  age  of  65, 
and  especially  for  those  over  the  age  of  85,  is  expected  to  greatly  increase  the  need  for  long-term 
care  services. 
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(Source:  www.census.gov/population/projections/state/stpjage.txt) 


Increase  in  expenditures  for  services.  Total  expenditures  for  long-term  care  services  in 
Massachusetts  are  projected  to  rise  between  41%  and  45%  in  the  next  20  years  before  inflation  is 
factored  in.  MassHealth,(the  name  of  the  Medicaid  program  in  Massachusetts)  expenditures  are 
projected  to  increase  between  48%  and  72%. 


Projected  Growth  in  MassHealth  Long-Term  Care 
Expenditures  (2000-2020) 
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Types  of  services.  Today,  the  greatest  proportion  of  money  spent  on  long-term  care  in 
Massachusetts  goes  towards  institutional  care.  Most  of  this  money  comes  from  MassHealth.  Only 
5%  of  long-term  care  MassHealth  dollars  for  people  over  65  in  Massachusetts  is  spent  on  home 
and  community  services.  Massachusetts  has  been  increasing  its  MassHealth  spending  on 
community-based  care  faster  (57%  from  FY92  to  FY98)  than  on  institutional  care  (8%  during  the 
same  time  period);  however,  the  base  of  community  care  spending  is  so  small  that  the  increase  has 
not  substantially  changed  the  proportion  of  community  care  expenditures  to  institutional 
expenditures. 

New  forms  of  service  delivery  are  being  explored,  including  assisted  living,  continuing  care 
communities,  and  models  of  comprehensive  service  delivery  and  financing  that  integrate  medical 
and  long-term  care  services.  Developments  in  the  type  of  service  and  the  forms  of  payment  will 
influence  both  the  cost  and  manner  in  which  disabled  elders  are  cared  for  in  the  future. 

Elders  express  a  preference  for  remaining  in  the  community  rather  than  being  institutionalized. 
They  also  tend  to  prefer  to  live  alone  and  not  to  be  a  burden  on  their  children.  Accommodation  of 
these  preferences  can  tax  family  caregivers  as  well  as  personal  financial  resources. 
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Income  of  the  elderly  population.  The  capacity  of  elders  to  pay  for  long-term  care  services  is 
limited.  Nationally,  the  median  income  for  men  aged  65+  in  1998  was  $18,166  and  for  women 
aged  65+  was  $10,504.  However,  the  elderly  are  a  very  diverse  economic  group;  married  couples 
are  better  off  than  single  individuals,  Whites  are  better  off  than  minorities  and  the  younger  old  are 
better  off  than  those  over  85  years.  Over  the  next  20  years,  increases  in  pension  receipt  and  wealth 
may  improve  the  financial  status  of  a  portion  of  elders  and  thereby  increase  their  ability  to  pay  for 
services. 

Changing  demographics  of  the  elderly  population.  The  composition  of  the  elderly  population 
will  affect  who  will  need  care,  how  care  is  provided,  and  how  care  is  paid  for.  Massachusetts' s 
elderly  population  is  predominately  comprised  of  women,  since  females  tend  to  have  a  longer 
lifespan  than  males.  Women  in  Massachusetts  make  up  60%  of  the  65+  population,  71%  of  the 
85+  population,  and  78%  of  the  long-term  care  institutional  population.  Although  the  proportion 
of  men  is  expected  to  increase  in  the  future,  women  will  remain  a  substantial  majority. 

Marital  status  and  living  arrangements  impact  the  availability  of  informal  caregivers.  Almost 
30%  of  older  people  in  Massachusetts  lived  alone  in  1990.  Older  men  are  more  likely  than  older 
women  to  be  married,  and  thus  are  also  more  likely  to  be  living  with  someone  who  can  care  for 
them  should  they  become  disabled.  Nationally,  almost  half  of  women  aged  65+  are  widows.  The 
divorce  rate  for  older  women  is  currently  about  7%,  but  is  expected  to  rise  dramatically  in  the  next 
20  years  to  19%,  thereby  increasing  the  number  of  elders  living  alone. 

Only  5%  of  the  elderly  population  in  Massachusetts  is  minority,  however,  the  elderly  minority 
population  is  growing  faster  than  the  White  population.  As  the  elderly  minority  population  grows, 
cultural  difference  in  family  relationships,  responsibility,  and  preferences  for  care  and  living 
situations  will  require  more  attention  from  providers.  The  growth  in  Massachusetts' s  minority 
population  will  be  most  notable  among  Hispanics  and  Asian-Americans,  but  Whites  will  continue 
to  constitute  an  overwhelming  majority. 

Monitoring  the  quality  of  long-term  care.  As  the  type  and  number  of  long-term  care  services 
increase,  the  Commonwealth's  systems  for  monitoring  the  quality  of  those  services  will  also  have 
to  expand  and  adapt  to  the  new  types  of  services.  In  particular,  increases  in  formal  community 
care,  paid  for  by  the  Commonwealth,  will  require  creating  effective,  non-intrusive  ways  to  ensure 
quality. 

Workforce.  A  significant  increase  in  long-term  care  services  will  require  an  increase  in  the 
workforce  expected  to  provide  these  services.  Nurse  aides  and  other  direct  care  workers  provide 
some  of  the  most  basic  needs  of  disabled  elders,  such  as  assistance  with  eating,  bathing,  and 
medications.  Massachusetts  is  currently  experiencing  a  shortage  of  these  workers  in  home  health 
agencies,  homemaking  agencies,  and  nursing  homes,  attributable  to  low  unemployment  rates, 
recruiting  difficulties,  and  high  turnover  rates.  The  availability  of  adequate  numbers  of  long-term 
workers  in  the  future  will  affect  both  the  quality  and  the  cost  of  services. 
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Conclusion.  The  dramatic  growth  in  the  elderly  population  raises  significant  challenges  for  the 
Commonwealth  in  how  we  pay  for  and  provide  long-term  care  services.  As  the  largest  source  of 
payment  for  long-term  care,  the  Commonwealth  has  a  major  stake  controlling  costs  and 
developing  other  payment  sources.  It  also  has  an  opportunity  to  restructure  the  delivery  system  to 
make  it  responsive  to  both  the  needs  and  preferences  of  consumers. 


Background  Paper  on  Long-Term  Care  in  Massachusetts 
I.  INTRODUCTION 

Over  the  next  20  to  40  years,  the  baby  boom  generation  in  Massachusetts  will  join  the  65+  age 
group,  swelling  that  population  and  creating  substantial  demands  on  the  long-term  care  system  in 
our  state.  Policy  makers,  providers,  and  individuals  must  consider  now  how  we  will  pay  for  and 
provide  needed  services.  This  background  paper  was  prepared  at  the  request  of  the  Vision  2020 
Task  Force  to  provide  the  information  needed  to  discuss  the  long-term  care  issues  facing  the 
Commonwealth. 

Today,  approximately  843,000  people  aged  65  and  over  live  in  Massachusetts,  representing 
almost  14%  of  our  population.  The  U.S.  Census  Bureau  projects  that  by  the  year  2025  the  65+ 
population  will  have  increased  to  1,252,000,  and  will  represent  18%  of  the  population.  This  48.5% 
increase  in  the  older  population  will  compound  the  demand  for  long-term  care  services  since  as 
people  age  their  incidence  of  disability  increases.  The  Commonwealth  will  be  faced  with  a 
number  of  issues  in  the  long-term  care  service  delivery  system. 

How  will  long-term  care  services  be  paid  for?  Today,  40%  of  payments  for  long-term  care 
services  in  Massachusetts  comes  from  MassHealth  (the  name  for  Medicaid  in  Massachusetts). 
Individuals  paying  out  of  pocket  represents  the  second  greatest  source  of  payment  (32%),  and 
Medicare  payments,  the  third  (24%).  MassHealth  Program  expenditures  for  long-term  care 
services  for  people  65+  in  the  year  2000  will  be  approximately  $1,296  million.  If  nothing  changes 
and  we  factor  in  the  increase  in  the  over-65  population,  those  expenditures  will  increase  by  72%  to 
$2,232  million  in  today's  dollars.  Are  there  ways  to  reduce  the  increase  in  expenditures  and  are 
there  other  methods  of  paying  for  this  care? 

Where  will  the  services  be  provided?  Today,  long-term  care  is  provided  either  institutionally,  in 
nursing  facilities  and  rest  homes,  or  in  the  community,  by  home  health  nurses,  nurse  aides,  home 
care  workers,  and  unpaid  family  members.  MassHealth  spends  95%  of  its  state  appropriation  on 
institutional  care.  Massachusetts  also  supports  community  care  through  programs  under  the 
Executive  Office  of  Elder  Affairs.  Do  we  need  different  forms  for  the  delivery  of  care  and  if  so 
what  are  they?  Is  the  current  mix  of  institutional  care  and  community  care  appropriate? 

Who  will  provide  long-term  care  services?  Today,  most  long-term  care  services  are  provided 
informally  by  family  members,  typically  women,  and  often  a  wife  or  daughter.  The  paid 
workforce  in  long-term  care  is  also  typically  female  and  low-paid,  often  minority.  The 
demographic  changes  in  women's  work  patterns  have  resulted  in  many  more  women  in  the  paid 
work  force  than  a  generation  ago.  Demographic  changes  in  family  structure  have  shown  that  baby 
boom  families  have  had  fewer  children  and  more  divorces  than  the  families  of  the  previous 
generation.  Will  the  informal  caregivers  be  there  for  the  baby  boom  generation?  Where  will  the 
paid  work  force  come  from? 
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How  will  Massachusetts  ensure  the  quality  of  long-term  care  services?  Today,  the  state,  through 
certification  and  Hcensing,  is  responsible  for  ensuring  quahty  of  care  in  institutions  and  to  some 
degree  in  the  community.  With  the  increased  population  needing  long-term  care  services,  does  the 
state  have  the  resources  and  tools  to  ensure  the  quality  of  care? 

These  questions  are  neither  easily  answered,  nor  is  there  necessarily  one  answer;  however,  in 
order  to  reach  a  consensus  of  where  we  should  go,  a  knowledge  of  where  we  are  today  and  of  the 
factors  that  will  affect  our  future  are  necessary  to  start  the  discussion. 

II.  LONG-TERM  CARE:  A  DEFINITION 

Long-term  care  refers  to  medical  and  personal  care  as  well  as  social  and  supportive  services 
needed  by  people  who  have  lost  the  capacity  for  self-care  due  to  a  chronic  illness  or  condition.' 
These  services  may  be  provided  in  an  institution  or  in  the  community  by  paid  caregivers,  family, 
and  friends. 

In  Massachusetts,  institutional  long-term  care  providers  include  chronic  care  hospitals,  nursing 
facilities  (nursing  homes),  and  rest  homes.  Community  care  providers  include  assisted  living 
facilities,  home  health  care  agencies,  home  care  providers,  adult  foster  care,  and  hospices. 

III.  GROWTH  OF  THE  ELDERLY  POPULATION 

In  the  next  20  to  40  years,  the  65+  population  will  increase  substantially,  causing  what  is 
popularly  referred  to  as  the  "graying  of  America."  The  implications  of  this  demographic  shift  are 
numerous  for  our  long-term  care  financing  and  service  delivery. 

In  1998,  the  65+  population  in  the  United  States  numbered  34.4  million,  representing  nearly 
13%  of  the  population,  or  1  in  8  Americans.  These  numbers  represent  a  10%  population  increase 
since  1990  as  compared  to  an  8%  increase  for  the  under-65  population.  The  number  of  older 
persons  in  this  country  and  in  Massachusetts  is  expected  to  continue  to  increase.  Although  • 
increases  have  been  slow  in  the  1990s  due  to  the  relatively  low  number  of  babies  bom  during  the 
Great  Depression,  major  increases  are  expected  between  2010  and  2030  when  the  baby  boom 
generation  reaches  age  65.   In  Massachusetts,  the  65+  population  is  projected  to  increase  48.5% 
between  the  years  2000  and  2025,  rising  to  18%  of  the  population  in  the  Commonwealth.^  The 
85+  population,  the  population  that  experiences  the  highest  incidence  of  disability,  is  expected  to 
increase  81.9%  between  1990  and  2010."^ 

Starting  in  2010,  the  growth  of  the  65+  population  will  be  due  to  the  aging  of  the  baby  boom 
generation  and  increases  in  life  expectancy.  In  1996,  women  at  age  65  had  a  life  expectancy  of  84 
years  and  men  81  years.^  By  2050,  life  expectancy  at  age  65  is  projected  to  be  95  years  for  women 
and  90  years  for  men.^ 
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Figure  1 
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( Source:  www.  census. gov/population/projections/state/stpjage.  txt ) 

Figure  2 


Perentage  of  the  Population  Aged  65+ 
in  Massachusetts  (1995-2025) 
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IV.  INCREASE  IN  EXPENDITURES  FOR  LONG-TERM  CARE  SERVICES  IN 
MASSACHUSETTS 


The  dramatic  increase  in  the  over-65  population  is  likely  to  create  an  equally  dramatic  demand 
for  long-term  care  services  and  state  expenditures  for  those  services. 

Sources  of  Financing 

Formal  long-term  care  services  are  paid  primarily  from  four  sources:  MassHealth  (Medicaid), 
Medicare,  individual  payments,  and  long-term  care  insurance.^  MassHealth,  the  largest  of  the 
payment  sources,  is  financed  half  from  federal  funds  and  half  from  state  funds.  Therefore, 
significant  increases  in  long-term  care  costs  will  have  a  substantial  impact  on  the  Massachusetts 
budget. 


Figure  3 


Projected  Long-Term  Care 

Expenditures  in  IVIassachusetts 

(2000) 

Private 

Long-Term 

Care  i 

Insurance  \ 

Out-of- 

Pocket 

32% 

Medicaid/  ' 

40%  ( 

Medicare 

24% 

(Source:  Calculated  from  figures  provided  by  Massachusetts 
Division  of  Health  Care  Finance  and  Policy) 


MassHealth  pays  for  both  institutional  and  community  services,  but  most  of  its  dollars  go  to 
institutional  services.  In  Massachusetts  in  FY98,  MassHealth  spent  $1,180.5  million  on 
institutional  long-term  care  compared  to  $63.5  million  on  community  services  for  people  over  age 
65.  ^  In  the  same  year,  Elder  Affairs  spent  $1 18.3  million  on  community-based  long-term  care, 
bringing  the  total  state  community-based  spending  to  $181.8  million  or  13.3%  of  its  long-term  care 
budget.  Although  MassHealth  spends  more  on  institutional  long-term  care  than  on  community 
long-term  care,  the  rate  of  growth  of  expenditures  on  community  care  has  been  greater  than  on 
institutional  care.  From  FY92  to  FY98  there  was  a  7.8%  increase  in  MassHealth  institutional 
expenditures  compared  to  a  56.7%  increase  in  its  community  expenditures;^  however,  the  base  of 
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community  care  spending  is  so  small  that  the  increase  has  not  substantially  increased  the 
proportion  of  community  care  expenditures  to  institutional  expenditures. 


Table  #1:  Summary  of  MassHealth  Expenditures  for  Members  Aged  65+  in 
Thousands 


FY92 

FY98 

%  Change 

Institutional'^ 

$1,094,899 

$1,180,682 

+7.8% 

Community^ 

$40,512 

$63,495 

+56.7% 

Includes  nursing  homes,  inpatient  and  outpatient  clironic  hospitals,  and  inpatient  and  outpatient 


rehabilitation  hospitals. 

^  Includes  personal  care  services,  home  health  agencies,  nursing  care,  adult  foster  care,  adult  day 
care,  day  rehabilitation,  independent  living  and  hospice  care. 

(Source:  Massachusetts  Division  of  Medical  Assistance) 

The  growth  of  long-term  care  expenses  will  also  have  a  significant  financial  impact  on  the 
citizens  of  Massachusetts.  Out-of-pocket  expense  for  individuals  is  a  close  second  as  a  payment 
source  for  long-term  care.  These  expenses  can,  and  do,  deplete  older  people's  lifetime  savings. 
The  purchase  of  long-term  care  insurance  has  been  proposed  as  a  means  of  reducing  out-of-pocket 
expenses,  but  currently  few  older  persons  have  private  insurance  that  covers  long-term  care  costs. 
At  present,  private  long-term-care  insurance  pays  for  less  than  6%  of  all  long-term  care  costs 
nationally.' 

Factors  influencing  future  expenditures 

Projecting  the  future  costs  of  long-term  care  expenses  in  Massachusetts  is  an  uncertain  task 
since  there  are  a  number  of  factors  that  will  impact  the  growth  of  those  expenses.  The  most 
significant  factors  are: 

1)  The  growth  in  the  population  needing  long-term  care. 

2)  Increases  in  the  cost  of  long-term  care  services. 

3)  Changes  in  the  benefits  covered  by  different  payment  sources. 

4)  Changes  in  the  types  of  services  provided  or  available. 

Assumptions  made  about  the  future  of  each  of  the  four  factors  will  change  the  total 
expenditures  being  predicted  as  well  as  the  amount  of  expenditure  from  each  source.  The 
projected  growth  in  the  population  needing  long-term  care  is  based  on  two  major  trends:  the 
increase  in  the  older  population,  as  discussed  above,  and  the  rate  of  disability  as  discussed  below. 

Since  three  sources  (MassHealth,  Medicare,  and  personal  income/savings)  provide  major 
funding  for  long-term  care  services,  projections  for  the  expenditures  of  any  one  source  depend  on 
what  services  are  covered  by  either  MassHealth  or  Medicare.  For  example,  if  Medicare  expands 
its  benefits,  there  may  be  a  reduction  in  MassHealth  or  out-of-pocket  expenditures.  Conversely,  if 
Medicare  reduces  its  benefits,  MassHealth  and  out-of-pocket  expenditures  could  increase. 
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Projections  for  out-of-pocket  expenses  also  vary  greatly  depending  on  the  assumptions  made. 
Today,  private  long-term  care  payments  from  insurance  comprise  the  smallest  portion  of  payment 
for  formal  long-term  car?  services.  This  fact  may  change  in  the  future  depending  on  the  market  for 
long-term  care  insurance.  If  today's  baby  boomers  buy  long-term  care  insurance,  that  industry 
may  grow  and  became  a  significant  source  of  payment  for  these  services,  thereby  reducing  out-of- 
pocket  costs.  If  the  industry  does  not  grow,  payments  from  insurance  will  remain  a  relatively 
insignificant  source. 

The  mode  in  which  long-term  care  is  provided  can  also  have  an  effect  on  future  expenditures. 
Changes  in  the  type  of  services  being  provided  is  another  variable  that  could  alter  projections.  The 
past  10  years  have  seen  an  increase  in  services  delivered  in  the  community  as  well  as  the 
development  of  new  delivery  modes,  such  as  assisted  living.  The  potential  for  shifting  care  to 
different  modes  of  service  could  reduce  expenditures  or  shift  the  payor  for  the  service. 

Projected  expenditures 

Last  year,  the  Congressional  Budget  Office  (CBO)  projected  that  long-term  care  expenditures 
for  both  institutional  and  community  based  services  would  increase  from  $123.1  billion  in  2000  to 
$207.3  billion  (in  year  2000  dollars)  by  the  year  2020,  representing  a  68.4%  increase  in  20  years. 


Table  #2:  Projections  of  National  Long-Term  Care  Expenditures  for  the  Elderly  (65+) 
(in  billions  of  today's  dollars) 


Payor 

Year 

%  Change 

2000 

2010 

2020 

Medicare 

$29.4 

$39.8 

$50.6 

-h72.1% 

Medicaid 

$43.3 

$66.9 

$75.4 

+  74.1% 

Private  Long-Term  Care 
Insurance 

$5.0 

$16.7 

$36.2 

+  624.0% 

Out-of-pocket 

$42.8 

$35.5 

$42.9 

-  .2% 

Other 

a 

a 

TOTAL 

$123.1 

$160.7 

$207.3 

+  68.4% 

a.    less  than  $5  billion 

(Source:  CBO;  http.www.cbo.gov/showdoc.cfm ?index=l  123&sequenc=0&from=l ) 


Using  the  CBO  projections  and  modifying  them  to  account  for  Massachusetts 's  higher 
Medicare  and  MassHealth  costs,  long-term  care  expenditures  for  Massachusetts  are  projected  to 
increase  from  $3,348  million  in  2000  to  $4,697  million  (in  year  2000  dollars)  by  2020, 
representing  a  44.6%  increase  in  the  amount  presently  being  spent  before  inflation  is  factored  in. 
This  drastic  increase  falls  heavily  on  the  MassHealth  program,  and  therefore  on  the  state. 
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Table  #3:  Projections  of  Massachusetts  Long-Term  Care  Expenditures  for  the  Elderly  (65+) 
(assuming  increase  in  long-term  care  insurance  market,  in  millions  of  today's 
dollars) 


Payor 

Year 

%  Change 

2000 

2010 

2020 

IVtpHirarp 

$  792 

$  1,038 

$  1,149 

+45.1 

MassHealth 

$  1,296 

$  1,941 

$  1,917 

+47.9 

Private  Long- 
Term  Care 
Insurance 

$  121 

$  393 

$  747 

+517.4 

Out-of-pocket 

$  1,039 

$  835 

$  884 

-14.9 

TOTAL 

$  3,248 

$  4,207 

$  4,697 

+44.6 

(Source:  Massachusetts  Division  of  Health  Care  Finance  and  Policy) 


Both  the  CBO  and  Massachusetts  projections  assume  that  there  will  be  a  growth  in  long-term 
care  insurance  and  a  reduction  in  out-of-pocket  expenses.  If  the  assumption  of  an  increase  in  long- 
term  care  insurance  is  removed,  the  growth  in  MassHealth  and  Medicare  expenditures  is  greater. 


Table  #4:  Projections  of  Massachusetts  Long-Term  Care  Expenditures  for  the  Elderly  (65+) 
(assuming  no  increase  in  private  long-term  care  insurance  market,  in  millions  of 
today's  dollars) 


Payor 

Year 

%  Change 

2000 

2010 

2020 

Medicare 

$  792 

$  1,082 

$  1,205 

+52.1% 

MassHealth 

$  1,296 

$  2,087 

$  2,232 

+72.2% 

Out-of-pocket 

$  1,105 

$  902 

$  1,074 

-2.8% 

TOTAL 

$  3,193 

$  4,071 

$  4,511 

+41.3% 

(Source:  Massachusetts  Division  of  Health  Care  Finance  and  Policy) 


The  projections  are  in  constant  dollars  and  therefore  do  not  reflect  inflation.  From  November 
1995  to  November  1999,  the  Medical  Care  Index  for  the  Boston  area  increased  an  average  of 

1  T 

5.3%,    about  twice  that  of  overall  inflation.  The  state  has  a  great  deal  of  control  over  the 
MassHealth  expenditures  in  that  it  both  sets  the  provider  rates  and  can  control  to  some  extent  the 
volume  of  services  provided.  The  state  is,  however,  confined  in  its  ability  to  control  expenditures 
by  what  services  Medicare  is  covering  and  by  outside  influences  such  as  the  labor  shortage  in 
long-term  care  that  Massachusetts  is  presently  experiencing.  Therefore,  inflation  may  increase 
these  expenditures  even  more  in  relation  to  other  state  expenditures. 
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In  addition  to  MassHealth  expenditures,  the  Commonwealth  pays  for  long-term  care  through 
the  Executive  Office  of  Elder  Affairs.  In  FY2000,  $144.2  million  was  allocated  to  Elder  Affairs 
for  long-term  care  services.  These  expenditures,  although  relatively  modest  in  comparison  to 
MassHealth  expenditures,  are  exclusively  for  community-based  services.  From  FY96  to  FYOO, 
Elder  Affairs  expenditures  on  long-term  care  increased  37.6% 


Table  #5:  Massachusetts  Executive  Office  of  Elder  Affairs  Long-Term  Care  Expenditures 


FY96 

Projected  FY  2000 

%  Increase 

Home  Care  Services 

$  71,176,844 

$  89,614,817 

Home  Care  Case  Management 

$  28,705,060 

$  37,802,787' 

Manage  Care  in  Housing 

$  8,184,770 

$  8.958,447 

Enhanced  Community  Options 
Program 

$  8,555,232 

$  12,479,190 

ECOP  Enhancements 

$  3.746,400 

Chronic  Care  Enhanced  Services 

$  9.276.765 

TOTAL 

$117,621,906' 

$161,878,406' 

+37.6% 

Includes  $1,030,000  for  MIS  development  and  $165,000  tor  Chronic  Disease  Management  Initiative. 
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Includes  $8,555,232  of  MassHealth  funding. 
^  Includes  $15,990,656  of  MassHealth  funding. 
(Source:  Massachusetts  Executive  Office  of  Elder  Affairs) 


Informal  Care 

The  costs  just  described  pertain  to  formal  services.  These  costs  do  not  capture  the  cost  of  care 
provided  by  informal  caregivers.  Nationally,  the  value  of  projected  services  provided  by  family  is 
estimated  to  be  $196  billion  per  year.^"^  The  shift  to  more  paid  care  could  gready  increase  the 
expenditures  for  long-term  care.  If  informal  caregivers  are  not  available,  individuals  will  have  to 
rely  more  heavily  on  paid  caregivers.  Women  in  the  baby  boom  generation  have  had  significantly 
fewer  children  than  the  previous  generation.  The  number  of  children  per  woman  in  the  mid-1950s 
was  3.7  compared  to  1.8  by  the  mid-1970s. The  higher  divorce  rate,  lower  number  of  children, 
and  higher  labor  participation  of  women  could  translate  into  a  smaller  pool  of  unpaid  caregivers. 

V.  LONG-TERM  CARE  INSURANCE 

Long-term  care  insurance  has  been  discussed  by  policy  makers  as  the  most  promising  source  of 
new  funding  for  long-term  care  in  the  future.  It  is  seen  as  a  way  for  individuals  to  protect 
themselves  against  the  cost  of  long-term  care  by  prepaying  the  expense  in  the  form  of  premiums 
over  a  long  period  of  time.  The  advantage  of  expanding  long-term  care  insurance  is  not  only  for 
the  policyholder.  If  long-term  care  insurance  becomes  widespread,  it  is  expected  to  greatly  reduce 
MassHealth  expenditures  as  well. 
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The  private  long-term  care  insurance  market 

The  private  long-term  care  insurance  market  has  developed  over  the  last  15  years  in  response  to 
a  lack  of  mechanisms  in  the  public  or  private  sectors  that  help  people  cover  the  costs  of  long-term 
care.  However,  as  of  1995,  only  4.3  million  policies  had  been  sold  nationally.*^  This  market  is 
expected  to  grow,  but  it  is  debatable  whether  or  not  it  will  play  a  major  role  in  the  financing  of 
long-term  care. 

According  to  a  1996  Massachusetts  survey,  approximately  41,000  people  in  the  Commonwealth 
held  either  a  group  or  individual  policy.' The  number  of  policies  increased  more  than  18%  each 
year  between  1994  and  1996.'^  However,  the  base  is  relatively  so  small  that  the  market  will  have 
to  increase  more  rapidly  in  order  to  significantly  contribute  to  financing  long-term  care.  The 
average  age  of  policyholders  at  the  time  of  purchase  was  62  years  of  age  in  1996.'^  Of  particular 
concern  is  the  lapse  rate  in  Massachusetts  of  nearly  28%,  comparable  to  a  national  rate  of 
approximately  29%.  The  lapse  rate  measures  the  number  of  policyholders  who,  for  one  reason  or 
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another,  are  no  longer  policyholders.    For  long-term  care  insurance  to  be  successful  in  reducing 
out-of-pocket  expenses  at  the  time  of  disability  and  reducing  MassHealth  expenditures,  the 
policies  must  be  in  force. 

One  reason  private  long-term  care  insurance  has  not  gained  popularity  is  the  high  cost  of 
comprehensive  policies.  It  has  been  estimated  that  only  10%  to  20%  of  the  elderly  can  afford 
high-quality  insurance  policies.^'  In  1995,  the  average  annual  premiums  for  policies  covering  four 
years  of  nursing  home  and  home  care  (with  inflation  and  no  forfeiture  benefits)  were  $1,124  per 
year  if  purchased  at  age  50,  $2,560  if  purchased  at  age  65,  and  $8,146  if  purchased  at  age  75.  ^ 

Promotion  of  private  long-term  care  insurance  in  the  Commonwealth 

Massachusetts  recently  explored  options  for  improving  private  financing  for  long-term  care  and 
for  reducing  reliance  on  the  public  financing  systems  for  long-term  care  services  through  an 
interagency  workgroup  including  the  Division  of  Medical  Assistance  (DMA),  the  Executive  Office 
of  Elder  Affairs  (Elder  Affairs),  the  Office  of  the  Attorney  General  (OAG),  and  the  Division  of 
Insurance  (DOI). 

Broad  strategies  considered  were:  1)  encourage  development,  purchase,  and  use  of  life 
insurance  products,  especially  accelerated  death  benefits  and  viatical  settlements;  2)  implement  a 
public-private  partnership  program  for  long-term  care  insurance;  3)  offer  a  long-term  care 
insurance  product  to  state  employees,  retirees,  and  others;  4)  establish  long-term  care  purchasing 
groups  to  help  privately  paying  elders  access  and  coordinate  needed  long-term  care  services  at  a 
reduced  rate;  and  5)  encourage  the  long-term  care  market  in  the  state  by  permitting  a  wider  variety 
of  appropriate,  affordable  long-term  care  insurance  products  and  establishing  minimum  coverage 
requirements  for  qualifying  for  exemptions  from  certain  provisions  of  the  MassHealth  eligibility 
and  recovery  rules. 

As  the  aforementioned  projections  of  expenditures  show,  the  increased  sale  of  long-term  care 
insurance  could  save  both  MassHealth  and  individuals  money  should  the  market  grow 
substantially;  however,  barriers  to  the  expansion  of  the  market  are  substantial  and  the  potential 
impact  untested. 
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VI.  DEMOGRAPHIC  TRENDS  INFLUENCING  LONG-TERM  CARE 


Health  Status  and  Functional  Disability 

As  the  population  of  elderly  increases,  the  need  for  long-term  care  services  is  also  expected  to 
increase.  Those  with  chronic  conditions  and  functional  disability  are  most  likely  to  require  long- 
term  care  services,  and  the  incidence  of  these  conditions  increases  with  age.  Most  older  people 
have  at  least  one  chronic  condition  and  many  have  multiple  chronic  conditions.  Table  #6  gives  a 
morbidity  profile  of  elders  aged  65+  in  the  United  States. 


Table  #6:  Most  Frequently  Occurring  Medical  Conditions  Per  100  U.S.  Elderly  (65+)  in  1995 


Medical  Condition 

Incidence  Per  100  Elders 

Arthritis 

49 

Hypertension 

40 

Heart  disease 

31 

Hearing  impairments 

28 

Orthopedic  impairments 

18 

Cataracts 

16 

Sinusitis 

15 

Diabetes 

13 

( Source:  www. aoa. dhhs. gov/aoa/stats/profile/default. htm ) 


Functional  disability  refers  to  the  degree  of  difficulty  an  individual  experiences  in  completing 
everyday  tasks.  Functional  disability  is  measured  by  the  ability  to  complete  Activities  of  Daily 
Living  (ADLs)  and  Instrumental  Activities  of  Daily  Living  (lADLs).  ADLs  include  the  tasks  of 
walking,  bathing,  eating,  dressing,  toileting,  and  getting  in  and  out  of  bed.  LADLs  include  the 
tasks  of  preparing  meals,  shopping  for  groceries,  using  the  phone,  taking  medication,  and 
managing  money.  As  indicated  in  Table  #7,  almost  6%  of  elders  have  three  or  more  ADL 
limitations,  and  12%  have  at  least  one  ADL  limitation. 


Table  #7:  Percentage  of  Massachusetts  Elders  (60+)  with  Multiple  Dependencies  (1993) 


#ADLs 

Percentage  of  Elders 

Cumulative  Percentage 

7  ADLs: 

2.6% 

2.6% 

6  ADLs: 

.7% 

3.3% 

5  ADLs: 

.8% 

4.1% 

4  ADLs: 

.6% 

4.7% 

3  ADLs: 

1.2% 

5.9% 

2  ADLs: 

1.9% 

7.8% 

1  ADL: 

4.3% 

12.1% 

0  ADLs: 

87.8% 

99.9% 

(Source:  Massachusetts  Executive  Office  of  Elder  Affairs,  "Status  of  the  Elderly  in  Massachusetts: 
A  Statewide  Survey  Report,  "  1993.) 
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Functional  limitations  increase  with  age  such  that  among  the  non-institutionalized  85+ 
population,  almost  half  experience  mobility  or  self-care  limitations. 


Table  #8:  Percentage  of  Non-Institutionalized  Elders  with  Limitations  (1990) 


%  of  60+  With  Mobility  or 
Self-Care  Limitations 

%  of  85+  With  Mobility  or 
Self-Care  Limitations 

MA 

16.2% 

48.3% 

US 

17.3% 

50.2% 

( Source:  www. magnet. state. ma.us/elder/demo graph.htm ) 


In  recent  years,  there  has  been  some  evidence  of  a  decline  in  the  rate  of  disability  among  older 
people. However,  it  is  anticipated  that  the  large  increase  in  the  numbers  of  people  over  85  will 
increase  the  incidence  of  disability  substantially. 

Gender  and  Marital  Status 

The  elderly  population  is  predominantly  comprised  of  women.  In  1997,  there  were  518,344 
women  aged  65+  in  Massachusetts  as  compared  to  344,149  men.  The  sex  ratio  was  158  women  to 
every  100  men.  This  ratio  increases  with  age.  The  ratio  for  those  aged  85+  was  248  women  for 
every  100  men.^^  As  a  result,  the  majority  of  older  people  needing  long-term  care  are  women,  and 
the  majority  of  residents  in  long-term  care  facilities  (78%)  are  women.  ^ 

Figure  4 


Massachusetts  Population  Projections  by  Gender 
(65+,  1995-2025) 
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As  would  be  expected,  as  people  age,  their  marital  status  changes  as  well.  Nationally,  in  1998, 
older  men  were  more  likely  to  be  married  than  older  women.  Almost  half  of  all  older  women  over 
age  65  (45%)  are  widows."^  Currently,  approximately  7%  of  women  over  65  are  divorced  and  the 
number  of  divorced  older  persons  aged  65+  is  rapidly  increasing.  By  2020,  19%  of  older  women 
are  projected  to  be  divorced. 

Figure  5 

Marital  Status  of  Men  and  Women  Aged 
65+  in  the  United  States  (1998) 


■  Men 

□  Women 
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Percent 


( Source:  www.  aoa.  dhhs.  gov/aoa/stats/profile/default.  htm ) 

One's  marital  status  and  living  arrangements  affect  the  availability  of  informal  care  since 
spouses  are  the  largest  source  of  informal  care.^^  Without  a  spouse,  the  need  for  formal  care 
increases. 

Living  arrangements 

Following  national  trends,  more  and  more  elders  in  Massachusetts  are  choosing  to  live  alone. 
In  1990,  29.7%  of  Massachusetts  elders  aged  65+  lived  alone  as  compared  to  28.2%  of  elders 
nationally.^'  As  shown  in  Figure  6,  living  arrangements  vary  for  those  60+  in  Massachusetts. 
The  oldest  are  most  likely  to  be  institutionalized.^^  On  the  national  level,  4%  of  the  65+  age  group 
(1.4  million)  lived  in  nursing  homes  in  1995.  This  percentage  increases  greatly  with  age  to  about 
1%  for  65-74,  5%  for  75-84,  and  15%  for  the  85+  age  group." 
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Figure  6 


Living  Arrangements  of  Elders  (60+)  in 

IVIassachusetts  (1993) 
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(Source:  Massachusetts  Executive  Ojfice  of  Elder  Affairs,  "Status  of  the  Elderly  in 
Massachusetts:  A  Statewide  Survey  Report,  1993.) 


Race 

Massachusetts's  elderly  population  is  not  highly  diverse  racially  and  ethnically  compared  to  the 
under  65  population,  however,  the  elderly  population  has  been  growing  faster  among  minorities 
than  among  White  non-Hispanic.  This  trend  of  growth  is  expected  to  continue.  In  1998,  15.4%  of 
the  total  Massachusetts  population  were  minority  group  members  compared  to  5.9%  of  the  elder 
population  (65+).  Nationally,  in  1998,  15.7%  of  the  65+  population  were  non-White.  By  2025, 
this  number  is  projected  to  rise  to  about  25%. '^"^  Although  the  Commonwealth  is  currently  less 
diversified  than  the  country  as  a  whole,  it  will  experience  increased  diversification  in  the  coming 
years,  especially  with  Hispanics  and  Asian  Americans.  Despite  this  growth  in  minority 
populations.  Whites  will  continue  to  constitute  an  overwhelming  majority. "^^ 


Table  #9:  Distribution  of  Race  by  Age  Group  in  Massachusetts  (1997) 


White  Non- 
Hispanic 

Black  Non- 
Hispanic 

Hispanic 

Asian  and 
American 
Indian 

All  Races 

65+ 

95.1% 

2.3% 

1.6% 

1.0% 

100% 

60+ 

94.6% 

2.5% 

1.8% 

1.2% 

100% 

All  Ages 

85.9% 

5.6% 

5.6% 

3.0% 

100% 

( Source:  www.  magnet,  state. ma.  us/elder/demo  graph,  htm ) 


Income,  assets,  and  poverty 

Elders  were  once  the  poorest  age  group  in  the  United  States,  but  over  the  past  30  years  their 
economic  status  has  improved.  Increases  in  elders'  income  is  attributed  primarily  to  Social 
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Security  and  its  automatic  cost-of-living  increase  institution  in  1972.  In  1998,  the  median  income 
for  people  aged  654-  in  the  United  States  was  $18,166  for  men  and  $10,504  for  women.  One  in  7 
or  13.7%  of  households  headed  by  someone  aged  65+  had  an  income  below  $15,000  while  44.6% 
had  incomes  of  $35,000  and  up.^ 

Nationally,  most  elders  receive  Social  Security,  which  represents  the  largest  portion  of  their 
income.  Assets,  pensions,  and  earnings  represent  significant  sources  of  income  as  well  but  vary 
greatly  depending  on  age  and  income.  Wealthier  elders  are  more  likely  to  have  income  from 
assets  and  pensions,  and  younger  elders  are  more  likely  to  have  income  from  earnings.  Social 
Security  provides  most  of  the  income  for  the  majority  of  older  households. 


Figure  7 
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Income  by  Source  (1996) 
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(Source:  www.aoa.dhhs.gov/aoa/stats/profile/default.htm) 

The  poverty  rate  in  Massachusetts  for  the  elderly  has  generally  been  lower  than  that  of  the  rest 
of  the  country,  but  poverty  has  been  increasing  in  Massachusetts  and  nationally.       In  1997, 
elderly  in  Massachusetts  had  a  poverty  rate  of  10.3%.^^  Poverty  also  increases  with  age  (see  Table 
#10). 
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Table  #10:  Poverty  Rates  of  U.S.  Elders  (65+)  by  Age  Group  (1997) 


Age  Group 

Below  Poverty 

O.O  /c 

70-74 

8.7% 

75-79 

11.9% 

80-84 

13.8% 

85+ 

16.3% 

(Source:  Calculations  based  on  Current  Population  Survey,  March  1997) 


Nationally,  the  poverty  rate  for  women  is  nearly  double  that  for  men,  and  the  rate  for 
minorities  almost  twice  as  high  as  for  Whites.  In  1993,  7.9%  of  men  and  15.2%  of  women  aged 
65+  were  below  the  poverty  rate  of  $6,930.'^°  Those  living  alone  or  with  non-relatives  were  more 

A  1 

likely  to  be  poor  than  those  living  with  families.    Many  elderly  hover  just  above  the  poverty 
level.  In  1993,  nearly  20%  of  the  elderly  were  below  125%  of  the  poverty  level,  and  42%  were 
below  200%.'^^ 

Projecting  the  economic  status  of  the  baby  boom  generation  in  retirement  is  somewhat 
uncertain  because  of  proposed  changes  in  Social  Security  and  variations  in  the  economy  but, 
assuming  Social  Security  is  not  eroded,  there  are  a  number  of  trends  that  may  improve  elders' 
financial  status. 

The  number  of  employees  participating  in  private  pension  plans  increased  between  1975  and 
1993  due  primarily  to  the  increase  in  participation  in  defined  contribution  plans."^^  Also,  if  elders 
are  healthier  and  choose  to  work  longer,  earnings  may  contribute  more  to  the  income  of  people 
over  65  in  the  future. 

In  addition  to  income,  the  assets  of  the  elderly  are  a  source  of  financial  security.  The  median 
net  worth  (total  wealth  minus  debt)  of  the  baby  boomers  has  been  increasing  and  researchers  have 
projected  a  potential  increase  in  net  worth  of  the  next  generation  of  elders  from  inheritances."^ 
While  the  increased  net  worth  and  potential  expanded  sources  of  income  may  result  in  some  future 
elders  being  in  a  better  position  to  pay  for  long-term  care  services,  these  increases  are  not  expected 
to  be  equally  distributed.'^^  Women  and  minorities  are  predicted  to  be  substantially  less  secure  in 
the  future  than  men  and  married  couples. 

Elderly  to  working-age  adults  ratio 

An  indication  of  the  growth  in  the  elderly  population  can  be  found  in  the  ratio  of  elderly  to 
working-age  adults.  The  ratio  measures  the  number  of  people  in  society  between  ages  18  and  65 
to  those  over  age  65.  In  Massachusetts,  the  ratio  of  elderly  to  working-age  adults  is  projected  to 
decrease  from  1:4.6  to  1:3.3  during  the  period  from  2000  to  2025."*^  This  ratio  can  be  useful  in 
assessing  the  impact  of  the  growing  elderly  population  on  programs  funded  by  payroll  taxes, 
which  primarily  benefit  elders,  such  as  Social  Security  and  Medicare,  but  it  should  be  used  with 
caution  when  examining  long-term  care  programs  funded  under  MassHealth  and  Elder  Affairs. 
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Both  MassHealth  and  Elder  Affairs  receive  their  funding  from  general  revenues.  In 
Massachusetts,  the  state  income  tax  and  sales  tax  account  for  the  majority  of  general  revenues. 
The  degree  to  which  these  revenue  sources  can  accommodate  the  projected  growth  in  long-term 
care  expenditures  will  depend  on  the  economy  as  well  as  the  taxable  income  of  all  citizens.  If  the 
next  generation  of  Massachusetts  elders  have  increased  taxable  incomes  through  pensions  or 
drawing  down  tax  deferred  savings,  they  will  contribute  to  an  increased  base  upon  which  the 
Commonwealth  can  tax. 

Figure  8 


Comparison  of  Elders  to  Working  Age  Adults  in 

Massachusetts 


□  elder  aged  65+  yrs. 


■  working  age  adults 
aged  1 8-64  yrs. 


2000  2025 
Year 


(Source:  Calculations  based  on  U.S.  Census  Bureau,  " Projections  of  the  Population, 
by  Age  and  Sex,  of  States.:  1995-2025.  ") 

VII.  STRUCTURE  OF  THE  LONG-TERM  CARE  SYSTEM  IN  MASSACHUSETTS 

Long-term  care  includes  institutional  care  and  community  care,  both  paid  and  informal. 
Massachusetts  has  a  variety  of  service  providers  that  are  briefly  described  here.  The 
Commonwealth  is  also  currently  running,  on  a  limited  basis,  a  number  of  initiatives  to  provide  care 
or  pay  for  services.  These  initiatives  are  also  listed. 

Institutional  Care 

Massachusetts  has  several  common  institutional  long-term  care  settings. 

Nursing  facilities  provide  nursing,  rehabilitative,  and  personal  care  services  for  elders  who  are 
injured,  disabled,  or  sick.  Nursing  facilities  may  include  nursing  homes  or  transitional  care  units 
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in  hospitals.  They  are  licensed  by  the  Department  of  Public  Health  (DPH).  In  FY99,  there  were 
55,607  licensed,  free-standing  nursing  facility  beds."^^ 

Chronic  care  and  rehabilitation  hospitals  provide  nursing,  chronic  care,  rehabilitative,  and 
personal  care  services  and  are  licensed  by  DPH.  In  FY98,  there  were  19  such  facilities  in 
Massachusetts  offering  a  total  of  2,805  beds.**^ 

Rest  homes  provide  24-hour  supervision  and  personal  care  with  no  medical  or  nursing  care. 
These  facilities  are  licensed  by  DPH.  In  FY98,  there  were  147  rest  homes  in  Massachusetts  with 
approximately  4,410  beds.^*^ 

Community  care 

Several  types  of  community-based  care  are  also  available  in  Massachusetts. 

Assisted  living  residences  (ALRs)  offer  a  variety  of  housing  and  supportive  services,  including 
personal  care,  such  as  bathing  and  dressing,  and  household  management,  such  as  meals  and 
housekeeping.  While  the  majority  of  assisted  living  residents  pay  privately,  many  facilities  do 
accept  Group  Adult  Foster  Care  (GAFC)  payments  from  MassHealth.  ALRs  are  certified  by  the 
Executive  Office  of  Elder  Affairs.  The  number  of  certified  ALRs  has  grown  substantially  in  the 
last  two  years  from  89  facilities  with  5,503  units  in  FY98  to  138  facilities  with  more  than  8,000 
units  in  FYOO.  (Note:  Units  can  be  double  or  single  occupancy.)^^ 

Respite  care  offers  assistance  to  family  members  by  providing  short-term  care  for  seniors  who 
are  being  cared  for  by  informal  caregivers.  Services  include  homemaking,  companionship, 
personal  care,  adult  day  health  services,  adult  family  care,  and  short-term  institutional  services. 
The  purpose  of  providing  temporary  relief  to  the  caregiver  is  to  enable  informal  caregivers  to 
continue  providing  the  care  without  which  an  elder  might  require  institutional  care.^^  Respite  care 
services  are  offered  through  the  Respite  Care  Program  of  Elder  Affairs  and  are  paid  for  either 
privately,  on  a  sliding  fee  scale,  or  by  MassHealth  for  members  in  the  Home  and  Community 
Based  waiver  program. 

Personal  care  and  homemaker  services  are  offered  to  low-income  elders  through  the  Home 
Care  Program  of  Elder  Affairs.  Homemaker  services  include  light  housework,  shopping,  laundry, 
and  other  tasks  that  enable  the  household  to  function.  Personal  care  services  provide  assistance  to 
those  who  need  help  with  ADLs,  such  as  walking,  dressing,  and  bathing.  Personal  care  is  an 
extension  of  homemaker  services  and  is  targeted  to  those  elders  with  diminished  capacity  for  self- 
care.  These  services  can  be  paid  by  the  State  Home  Care  Programs,  MassHealth,  or  paid  for 
privately.  Elder  Affairs  pays  for  services  to  approximately  39,000  frail  elders  each  month,  nearly 
55,000  annually." 

Home  health  care  services  include  skilled  nursing  care,  home  health  services,  social  work 
services,  and  physical,  occupational,  and  speech  therapy.  These  services  are  provided  by  certified 
home  health  agencies  that  are  licensed  by  DPH.  In  FY99,  there  were  201  home  health  agencies.^'^ 
Home  health  care  services  are  covered  by  MassHealth,  Medicare,  and  the  State  Home  Care 
Program  or  can  be  paid  for  privately. 
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Adult  family  care  uses  private  residences  to  provide  care  in  the  form  of  supervision  and 
assistance  with  ADLs  to  unrelated  elderly  persons,  enabling  the  elder  to  remain  in  the  community. 
The  Division  of  Medical  Assistance  certifies  adult  family  care  providers.  There  are  17  certified 
adult  family  care  providers  that  arrange  for  650  MassHealth  members  to  be  served  by  host 
families. A  host  family  can  serve  two  to  three  elders. 

Adult  day  health  provides  comprehensive  health  and  social  services  in  a  structured  day  setting 
for  dependent  adults  who  require  skilled  services,  maintenance  therapy,  personal  care  services, 
nutrition  services,  counseling  services,  and  individual  and  group  activity  programs.  In  FY99,  there 
were  103  providers  with  4,824  approved  slots. The  Adult  Day  Health  Program  is  certified  for 
payment  by  the  Division  of  Medical  Assistance.  Social  Day  Care  and  Dementia  Day  Care 
programs  also  serve  clients  with  social  needs  and  the  special  concerns  of  memory  loss.  These 
programs  are  approved  by  Elder  Affairs  and  are  paid  for  by  the  State  Home  Care  Program  and 
private  funds. 

Hospice  care  provides  medical,  psychological,  social,  and  spiritual  services  to  terminally  ill 
people  and  their  families  on  a  24-hour,  7-days-a-week  basis.  Hospice  care  may  be  provided  in  the 
patient's  home,  or  in  a  homelike  or  institutional  setting.  Hospices  are  licensed  and  certified  by 
DPH.  In  1996,  there  were  24  hospice  providers  with  an  average  daily  census  of  40.3  patients.^^ 
Hospice  care  is  covered  by  MassHealth  and  Medicare. 

State  initiatives  and  programs  in  long-term  care 

Current  initiatives  in  the  Commonwealth  center  around  three  areas:  1)  shifting  of  spending  and 
service  provision  from  institutional  to  community-based  care;  2)  developing  the  long-term  care 
system  to  address  the  needs  of  low-income  seniors;  and  3)  reducing  the  emphasis  on  publicly 
financed  nursing  facility  care.  Existing  programs  include: 

Program  of  All-inclusive  Care  for  the  Elderly  (PACE)  is  a  comprehensive  service-delivery 
and  financing  model  that  integrates  medical  and  long-term  care  services  under  dual  capitation 
arrangements  with  Medicare  and  MassHealth.  Massachusetts  established  one  of  the  first  federal 
demonstration  sites  for  this  program  at  the  East  Boston  Neighborhood  Health  Center.  Targeting 
the  very  frail,  multi disciplinary  teams  undertake  care  planning  and  monitoring.  Most  services  are 
delivered  in  an  adult  day  health  center.  In  1999,  there  were  six  sites  with  approximately  1,000 
enrollees  in  total. 

The  Pharmacy  Program  is  a  jointly  administered  program  by  DMA  and  Elder  Affairs  that 
provides  low-income  seniors  aged  65  and  older  and  people  with  disabilities  with  up  to  $1,250 
annually  to  assist  with  the  cost  of  prescription  medications,  insulin,  and  syringes.  A  catastrophic 
pharmacy  program  with  unlimited  benefits  for  seniors  and  the  disabled  was  implemented  in 
January  2000.  Combined  enrollment  in  both  programs  was  33,000  in  January  2000. 

Aging  Services  Access  Points  (ASAPs)  are  27  local,  private,  non-profit  agencies  that 
administer  the  Elder  Affairs  Home  Care  Program.  ASAPs  are  geographically  based  and  provide 
services  in  specified  regions.  Case  managers  arrange  community-based  services  (e.g.,  homemaker 
services,  personal  care,  home  delivered  meals)  to  enable  local  seniors  to  live  in  the  community 
safely  and  independently  for  as  long  as  possible.  ASAPs  administer  two  Elder  Affairs  programs 
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for  high  risk  elders.  The  Managed  Care  in  Housing  Program  (MCHP)  provides  personal  care  and 
after-hours  support  to  high-risk  seniors  who  live  in  housing  complexes.  MCHP  offers  24-hour 
emergency  response,  as  well  as  a  range  of  individualized  service  options,  such  as  adult  day  health, 
adult  foster  care,  and  extended  in-home  services.  Enhanced  Community  Options  (ECOP)  provides 
similar  community-based  services  to  seniors  who  live  in  their  own  homes. 

Home  and  Community -Based  Services  Waiver  Program  (HCBS)  targets  low-income,  frail  • 
seniors  who  are  eligible  for  institutional  care  but  who  wish  to  remain  in  the  community.  HCBS 
offers  homemaking  services,  residential  support,  day  habilitation,  and  respite  care,  among  other 
services.  Eligible  seniors  gain  access  to  all  MassHealth  services.  In  1997,  there  were  3,690 
enrollees  in  the  program. 

In  addition  to  the  current  programs,  the  Commonwealth  is  developing  or  exploring  several  new 
programs. 

Senior  Care  Organizations  (SCO)  is  a  joint  state  and  Health  Care  Financing  Administration 
(HCFA)  project  that  would  implement  integrated  systems  of  care  for  seniors  who  are  dually 
eligible  for  MassHealth  and  Medicare,  or  for  MassHealth  alone.  The  projected  implementation 
date  is  currently  in  January  2001.  SCO  enrollment  would  be  voluntary.  The  project  would 
combine  services  and  funding  of  the  Medicare  and  Medicaid  programs.  SCOs  are  different  from 
the  PACE  program  in  that  while  PACE  is  only  offered  to  frail  seniors  at  risk  of  long-term  nursing 
facility  admission,  SCOs  would  be  offered  to  nearly  all  MassHealth  recipients  aged  65-f-. 
Additionally,  whereas  PACE  is  prescriptive  in  its  service-delivery  approach,  SCOs  allow  for 
various  types  of  service  delivery.  SCOs  will  be  required  to  contract  with  ASAPs  to  assist  with  the 
management  of  community  long-term  care  services. 

The  Interagency  Workgroup  on  Long-Term  Care  Financing  was  initiated  by  the  Division  of 
Medical  Assistance,  and  includes  the  Division  of  Insurance,  Elder  Affairs,  and  the  Office  of  the 
Attorney  General.  This  workgroup  has  identified  several  strategies  to  maximize  use  of  private 
resources  to  finance  long-term  care. 

VIII:  QUALITY  OF  CARE 

The  quality  of  care  is  as  important  as  the  availability  of  care.  As  the  type  and  number  of  long- 
term  care  services  increase,  the  Commonwealth's  systems  for  monitoring  the  quality  of  those 
services  will  also  have  to  expand  and  adapt  to  the  new  types  of  services.  To  measure  and  monitor 
quality  of  care,  one  must  first  define  what  is  meant  by  quality  of  care. 

Defining  Quality  of  Care 

The  U.S.  Institute  of  Medicine  defines  quality  of  care  as  "the  degree  to  which  services  for 
individuals  and  populations  increase  the  likelihood  of  desired  healing  consistent  with  current 
professional  knowledge."^^  This  definition,  however,  does  not  capture  the  interpersonal  aspect  of 
care  which  is  often  judged  as  most  important  to  elders. 

Quality  of  care  rests  on  a  multitude  of  factors  including  the  professional  skill  of  the  care 
provider,  the  availability  of  equipment  and  medicine,  the  structural  environment  the  care  is 
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provided  in,  the  number  of  care-takers,  and  so  forth.  Assessment  of  quality  of  care  can  be  broken 
down  into  three  different  approaches:  assessing  the  process  by  which  care  is  given,  assessing  the 
structure  under  which  care  is  provided,  and  assessing  the  outcomes  of  the  care.^^  Each  offers 
information  on  different  elements  of  the  care,  and  a  combination  of  approaches  is  often  valuable. 

Quality  of  Life 

Quality  of  life  is  a  concept  that  is  closely  related  to  quality  of  care  but  is  distinct  in  a  number  of 
ways.  Whereas  quality  of  care  involves  technical  aspects  that  patients  may  not  have  the 
knowledge  to  evaluate,  quality  of  life  assessment  is  a  value  judgment  best  determined  by  patients 
themselves.  It  involves  the  concepts  of  dignity  and  self-determination.^^  It  is  possible  that  striving 
for  quality  of  care  could  result  in  the  diminution  of  quality  of  life. 

Monitoring  of  Quality  of  Care 

Both  the  Commonwealth  and  the  federal  government  have  a  role  in  monitoring  the  quality  of 
care  of  long-term  care  services.  Much  of  the  monitoring  is  done  through  licensing,  certification, 
and  surveying  of  providers. 

In  Massachusetts,  the  Division  of  Health  Care  Quality  (DHCQ)  of  the  Department  of  Public 
Health  licenses  and  certifies  approximately  6,000  health  and  long-term  care  facilities,  including 
hospitals,  nursing  homes,  rest  homes,  home  health  agencies,  hospices,  and  rehabilitative  services. 
DHCQ  is  also  charged  with  investigating  serious  incidents  and  complaints  against  health  care 
facilities,  such  as  substandard  care,  patient  abuse,  and  neglect.  In  order  to  evaluate  the  quality  of 
care  provided  in  Massachusetts'  nursing  facilities,  the  DHCQ  inspects  nursing  homes  every  nine  to 
fifteen  months  for  compliance  with  federal  standards  of  care.  The  survey  looks  at  nursing  care, 
staffing,  resident  rights,  food  preparation,  cleanliness,  and  structural  safety. 

Monitoring  the  quality  of  care  in  community  settings  is  more  difficult  for  a  number  of  reasons. 
First,  the  care  may  be  given  in  the  patient's  home  where  the  providers  do  not  have  control  over  the 
setting,  making  it  unreasonable  and  undesirable  to  require  adherence  to  the  same  fire  and  building 
codes  required  of  an  institutional  setting.  Second,  care  may  be  provided  by  a  variety  of  caregivers 
including  informal  caregivers,  making  it  more  difficult  to  determine  responsibility  for  sub-quality 
care.  Finally,  monitoring  care  through  site  visits  to  individuals'  homes  is  extremely  expensive. 
Thus,  effective  and  cost  efficient  methods  of  insuring  the  quality  of  long-term  care  will  require 
innovative  and  flexible  methods  that  adapt  to  the  new  locations  and  forms  of  delivery  of  care. 

XI.  WORKFORCE  ISSUES 

Direct-care  workers 

Direct-care  workers,  including  nurse  aides,  home  health  aides,  personal  care  attendants, 
homemakers,  and  other  paraprofessional  workers,  are  key  players  in  the  delivery  of  health  care  and 
other  long-term  care  services.  These  workers  provide  most  of  the  paid  institutional  and 
community-based  care  needed  by  disabled  persons.  Direct-care  workers  provide  help  with  some 
of  the  most  basic  needs  of  patients,  such  as  bathing,  eating,  housekeeping,  taking  medications,  and 
changing  bandages.  The  help  of  such  workers  is  fundamental  to  quality  of  care  and  preserving  the 
dignity  of  those  who  must  rely  on  others. 
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Industry  growth  and  labor  shortages 

The  U.S.  Bureau  of  Labor  projects  that  between  1996  and  2006  direct  care-work  will  be  among 
the  top  10  occupations  with  the  largest  and  fastest  job  growth.^  In  Massachusetts,  the  number  of 
nurse  aides/orderhes  is  expected  to  increase  nearly  28%  between  1996  and  2006,  from  38,080  to 
46,740  workers.  The  number  of  home  health  aides  is  expected  to  increase  nearly  74%  over  the 
same  time  period,  from  15,740  to  27,340  workers.^^ 

Massachusetts  is  currently  experiencing  a  shortage  of  direct  care  workers  in  home  health 
agencies  and  nursing  homes.^^  Shortages  are  attributable  to  low  unemployment  rates,  recruiting 
difficulties,  and  high  turnover  rates.  Other  job  factors  that  may  contribute  to  labor  shortages 
include  low  wages,  the  lack  of  career  path,  the  physically  demanding  nature  of  the  work,  the  lack 
of  opportunity  for  meaningful  input  into  patient  care,  inadequate  recognition  and  appreciation,  and 
inadequate  exposure  to  realistic  job  demands  during  training.^''  As  a  result,  half  of  all  providers 
have  resorted  to  using  expensive  temporary  agency  staff  to  compensate  for  the  labor  shortage.  Use 
of  such  staff  has  been  shown  to  be  more  expensive  and  of  lower  quality.^^  Use  of  overtime  has 
skyrocketed  as  a  consequence  of  asking  employees  to  work  longer  hours  in  response  to  the  labor 
shortage.  From  1998  to  1999,  overtime  hours  increased  from  5.9%  of  total  hours  to  7.5%  of  total 
hours.  The  Massachusetts  Extended  Care  Federation  estimates  that  the  use  of  overtime  represents 
a  labor  cost  increase  of  $23  million.^^ 

X.  CONSUMER  BEHAVIOR  AND  PREFERENCES 

Consumer  decision-making 

Patients,  including  elders,  are  increasingly  being  viewed  as  consumers  of  health  care.  As  a 
result,  patient  participation  in  decision-making  is  being  encouraged  in  order  to  provide 
individualized  care.^   Elders  vary  to  the  extent  that  they  wish  to  be  involved  in  health  care 
decision-making.^'  Some  want  their  preferences  to  be  central  in  the  decision-making  process, 
while  others  feel  that  their  providers  and  family  members  will  make  the  right  decisions  for  them. 
This  fact  especially  holds  when  the  elder  does  not  understand  technical  complexities  or  is  too 
fatigued  or  ill  to  participate  in  decision-making.^^  Elders  have  also  voiced  having  unmet 
informational  needs.  Some  say  they  would  like  to  have  a  role  in  decision-making,  but  are  unable 
to  fulfill  this  role  due  to  lack  of  information.  As  a  result,  they  may  rely  on  others  to  take  a  lead 
role  in  decision-making.^^ 

Decisions  about  treatment,  health  promotion,  and  illness  prevention  occur  within  a  cultural 
context  that  is  influenced  by  community,  family,  ethnicity,  and  socio-cultural  factors.  With  the 
growth  of  the  population  of  minority  elders,  recognition  of  the  cultural  influences  on  the  decision- 
making process  will  be  necessary. 

Consumer  preferences  and  needs 

Living  arrangements:  Worldwide,  there  is  a  preference  against  institutionalization.^'* 
Consumers  prefer  normal  living  arrangements  that  provide  community  participation  and 
integration,    as  well  as  less  restrictive  residential  settings.    Additionally,  many  consumers  prefer 
to  live  alone,  and  do  not  want  to  be  a  burden  on  their  children.^^ 
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Role  of  family  in  care:  Estimates  show  over  25  million  family  caregivers  in  America,  about 
three  quarters  of  which  are  women.  Caregiver  burden  is  a  major  issue  for  them  in  terms  of  their 
ability  to  handle  the  stress  of  providing  care  along  with  other  family  and  professional 
responsibilities.  There  is  also  the  issue  of  lost  career  opportunities  and  wages.  Sixty-one  percent 
of  family  caregivers  providing  at  least  21  hours/week  of  care  have  suffered  from  depression. 
Significantly,  many  elders  enter  nursing  homes  due  to  caregiver  burnout  rather  than  to  the 
worsening  of  the  older  person's  medical  status.    Some  elderly  caregivers  need  help  to  provide 
care  in  the  form  of  temporary  relief,  outside  help,  training,  or  a  combination  of  the  three.^^  Family 
members  often  remain  fully  involved  after  their  relative  has  been  admitted  to  a  facility.  Family 
involvement  in  nursing  home  decision-making  individualizes  care  and  provides  a  continuing  link 
to  the  elder's  personal  history  and  preferences. 

Types  of  treatment:  Alternative  medicine  and  end-of-life  issues  are  two  areas  that  are 
receiving  increasingly  more  attention  today.  There  is  a  growing  use  of  alternative-medicine 
techniques.^'  Advanced  care  planning  helps  consumers  formulate  and  communicate  preferences 
for  future  medical  care.^^  The  Patient  Self-Determination  Act  (PSD A)  of  1991  focuses  on  the  right 
of  patients  to  be  involved  in  decision-making  and  on  the  use  of  written  advanced  directives.  After 
implementation  of  the  PSDA,  there  was  a  modest  increase  in  the  documentation  of  living  wills,  but 
orders  to  forego  artificial  hydration  remained  the  same.  A  substantial  increase  occurred  with  Do 
Not  Resuscitate  orders  in  Massachusetts. 

X.  CONCLUSION 

The  dramatic  growth  in  the  elderly  population  raises  significant  challenges  for  the 
Commonwealth  in  how  we  pay  for  and  provide  long-term  care  services.  As  the  largest  source  of 
payment  for  long-term  care,  the  Commonwealth  has  a  major  stake  controlling  costs  and 
developing  other  payment  sources.  It  also  has  an  opportunity  to  restructure  the  delivery  system  to 
make  it  responsive  to  both  the  needs  and  preferences  of  consumers.  However,  in  order  to  respond 
to  the  increased  needs,  the  Commonwealth  must  invest  in  planning  for  the  future. 
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